The focus on mortality and morbidity as outcomes in health is being steadily superseded by broader considerations of quality of life. Since Karnofsky's trials of cancer chemotherapy' and the World Health Organization (WHO) definition of health in 1958 -'a state of complete physical, mental and social well-being and not merely the absence of disease and infirmity'2 -the traditional clinical agenda has been changing to accommodate economic and consumer concerns. 3 The 1989 Convention on the Rights of the Child stressed the child's right to adequate circumstances for physical, mental, spiritual, moral, and social development. 4 Moreover, a child has the right to express his or her opinion freely, and have that opinion taken into account, and has a special place in the caring, protective, responsibility of his family. This view of health and wellbeing is especially apposite to the multidisciplinary approach to child health services in many parts of the world.
The possible applications of quality of life measures span public health research and everyday clinical practice -audit, clinical trials, outcome evaluation, economic analyses, surveys of populations and subgroups -and have been summarised recently.5 Quality of life measures are very new in paediatrics but it is probable that their use will become commoner in view of the proportion of children who already have special needs,6 chronic illness, attend hospital, or are in the care of a statutory authority. This paper aims to present a thematic review of the published reports in order, firstly, to clarify concepts of health, childhood, and disability in existing instruments, secondly, to outline methodological problems in measurement, and, thirdly, to encourage informed discussion in the choice and use of outcome measures in child health.
There is some confusion with regard to common terminology. Subtle differences distinguish quality of life and health related quality of life. The former term is the concept most attuned to the WHO definition, broadly encompassing all the spheres of human existence. Health related quality of life refers only to those dimensions which can be affected by health service intervention. Health status, health function, and health attribute are broadly synonymous.
Guyatt has proposed a taxonomy for instruments based on their scope and applicability.7 Specific instruments focus on a single condition, disease, function, or population. Generic instruments, such as health profiles and utility measures, cover a broad range of function, disability, and distress and are intended for use in a wide range of conditions. Health profiles are single instruments that measure different aspects of quality of life, using a single psychometric approach and sharing a common scoring system. These scores can be aggregated into a small number of scores or a single score referred to as an index. Many such indices assign a value, derived from statistical theory, for a health state scaled to lie on a continuum from zero (death) to one (perfect health).
Method DATA 
COLLECTION
Terms that seemed useful for a computer search using Medline, Embase, and SciSearch were used for the period 1979-95. Articles were retrieved on the basis of their title and abstract. In the articles found, cited references with appropriate titles were retrieved, and text- Instruments were assessed using four conceptual criteria:
They had to be child centred, related to development or age, relevant to children's experiences, and asking children for their opinions;
They had to consider the child as part of a family unit within a social network; They had to be generalisable; and The assumptions underlying the instrument had to be appropriate.
The five methodological properties examined were method of administration, psychometric characteristics, scoring, statistical issues, and practicality.
Instruments
Several hundred articles were found on this subject but most did not mention quality of life in the specific context of measurement. Searching the published reports on this subject is difficult in Europe and it is likely that some eligible studies were missed. Some references were difficult to locate as they were improvement in status. The same might occur in the opposite direction -a floor effect. A target outcome might be static, for example social relations might not change because of lack of intervention from health services. A treatment that merely sustains life, not improves it, leading to a static (or even declining) quality of life index may still have a benefit for the individual. This might be the case in a degenerative condition in which the deterioration in quality of life might be expected to be greater without intervention. Grades in scales may be too large for an effect to appear in either direction. Generic scales may include items that are not relevant for the group under investigation.
SCORING SYSTEM
The problems of scoring generate as much controversy as those of construct. The main choices are on whether to aggregate scores from separate domains or to keep them separate. Aggregation allows groups to be compared easily but has the disadvantage of missing contradictory trends in domains, leading to a loss of sensitivity. These instruments are equally split in their approaches to scoring. Another decision is whether equal weight should be given to each domain. If quality of life is truly subjective, should measurement not reflect the importance each individual puts on different spheres? The problem then arises on how to compare subjects. Some of these problems can be overcome by statistical techniques such as multilevel modelling.
Some have questioned whether illness should necessarily be attributed as an adverse event. Facing illness with courage can be construed by children as an experience of positive emotional development.30 Similarly, others have argued that the experience of disability itself may have positive effects. Chronic disorders in childhood are often complex and can have an impact on more than one function or domain. Should having more than one functional limitation have a simple additive effect on quality of life therefore, or is some degree of synergy involved? Discussion Existing quality of life instruments for children clearly differ considerably in their orientation towards children. They accord different importance to family function and social relations in children's wellbeing. Interviews with children show that their concepts of health and illness are completely separate and not at opposite ends of a spectrum."' Health in children is much more about positive attributes such as healthy behaviour and attitudes than in adult life. Health care interventions play a much smaller part in their welfare than they do for example in the elderly population." An- other problem is that there is much less agreement on the normal roles and functions of children at each age, both within and between social contexts, than there is for adults. '3 In adults, health has been conceived in terms of relative self sufficiency and productive activity. Utility models also depend on a material view of existence. In contrast, complete self sufficiency is not expected in children and youth whereas age appropriate cognitive, psychological, social, and physical development are important considerations. Ill health may be manifested by decelerations in the rate of attainment of normal features rather than by evidence of abnormal form or function.'0 It becomes difficult to determine whether failure of a child to achieve independent function is part of the normal developmental process, a result of an environment that fosters dependency, or loss of ability secondary to illness. ' A recurring maxim in the adult literature is that quality of life is a subjective phenomenon. This raises the question of exactly whose subjectivity should be sought, especially for young children. Infants obviously cannot be questioned about their preferences for neonatal care. The strong relations between the welfare of the family and the child complicate the judgement on whose opinion should be sought. 23 The complexity of these issues has led to some scepticism about the feasibility of measuring functional status in children under 2 years old. Parents and health professionals can differ markedly in their perspectives about children's health status32 and significant areas of discordance also exist between children and their parents,28 32 not to mention between mothers and fathers. These differences match those found in adults33 and impede the use of co-respondents to validate quality of life data.
Effects There is need for further research in four major areas. The fundamental constructs of life quality for children deserve discussion with representative groups of health and welfare professionals, with both healthy children and those with chronic disorders, and their parents. It is hoped that some consistent valid themes would emerge from such discussion. The quality of a child's family and social environments needs further systematic measurement as these can exert both positive and negative influences on the child. At the level of the individual child, practical solutions to the administration of quality of life instruments to children of differing developmental levels, and of adjusting definitions of quality of life for those levels, need to be devised. It also behoves us to study healthy children in order to define the range of physical, psychological, and social experiences that might be expected to occur and how these are affected by the course of time. This would aid the interpretation of results from ill children and guide efforts at intervention.
Experience is also required to address the question of which approach to use for children with different impairments -whether a core instrument with disorder-specific modules or totally separate instruments for each disorder is more suitable. The corollary to this is how to approach the child with multiple impairments.
Conclusion
In future clinical practice, broader definitions of health and measurements of outcome must be considered. Their impact has been amply demonstrated in the adult literature and their use should be seen as complementary to the 'holistic' tradition in child health. However, childhood is qualitatively different to adulthood and this fact coupled with a number of methodological problems should make clinicians wary of quality of life measurements as they stand.
In research, there is a notable lack of debate over concepts of childhood, health, and disability. There is need for interdisciplinary discussion of how we are to define and operationalise such concepts. The methodology of questionnaires needs thoughtful refinement. Most health care activity for children is not directed at disease cure but at prevention and educa-tion. We must use broader measures to illuminate wider causal frameworks and to create better multidisciplinary health promoting strategies. The emphasis on positive aspects of health in childhood might lead in turn to an instructive model informing strategies for adult public health. 
